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Introduction:
I am both proud and privileged to serve as Chief Medical Officer (CMO) at Birmingham Women’s and Children’s NHS Foundation Trust. We bring together the expertise of
Birmingham Children’s Hospital, Birmingham Women’s Hospital and Forward Thinking Birmingham; our mental health services for young people up to 25yrs of age.
We have a great history of innovation and research, impacting the outcomes for many hundreds of thousands of women, children and families across the globe. In our
history, we:






Conducted the first operation for ectopic pregnancy and caesarean section for haemorrhage in late pregnancy
Fitted the world’s first pacemaker into a three-day-old baby
Were the first in the world to separate two twins conjoined at the spine
Performed the first triple transplant of liver, pancreas and small bowel in the UK
Were the first to launch a community mental health service for 0-25s

To continue this great tradition, we have a clear mission, vision and goal:




Our mission is to provide outstanding care and treatment, to share and spread new knowledge and practice, and to always be at the forefront of what is
possible.
Our vision is to be a world-leading team, providing world-leading care.
Our goal is to be the best place to work and be cared for, where research and innovation thrives, creating a global impact.

This starts with understanding: the outcomes that are important to our patients, the clinical outcomes we know are important and empowering staff to optimise the way
we achieve them. With this in mind, we have initiated a Trust wide programme to use outcomes data to improve clinical practice and deliver increasing value to our
patients, communities and beyond.
One of our guiding principles is total transparency and are committed to publishing outcomes from all of our 50 plus specialties on our website and available for all to see.
In our first year of the programme we start as we mean to go on and have published this prospectus that shows how some of our teams are already using outcomes data to
improve the care we provide.
In the last section we’ll describe some of the exciting work we’ve got planned as part of our Clinical Outcomes and Value Programme, which will see us significantly ramp up
activity in this area.

Dr Fiona Reynolds
Chief Medical Officer
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1.0 Diabetes Care
1.1

Who are we and what do we do?
Our diabetes unit is one of the largest in the UK and we provide a service that includes education and support for children, young people and their families; equipping
them with the knowledge and skills to manage their diabetes independently. However, we also have a 24hr support emergency telephone service staffed by our
paediatric diabetes nurses so that all of our registered families can access specialist support whenever they need it.
To make sure we’re providing the best care we possibly can our multi-disciplinary team is made up of consultants, nurses, dietitians, psychologists, social workers,
family support workers and administrative staff. Together we support children and young people with Type 1 and Type 2 diabetes as well as several rare syndromes
associated with diabetes. For example, we hold regular multi-disciplinary clinics for children and young people from across the UK who have Alstrom Syndrome,
Wolfram Syndrome and Bardet-Biedl Syndrome.

1.2 What outcomes do we measure, why are they important and how do we use them?
1.2.1 HbA1c Levels:
We know that achieving good blood glucose levels is imperative to maintaining a healthy lifestyle and reducing the risks of complications associated with Type 1
diabetes. HbA1c, is a molecule in the blood that can be measured to give an overall picture of an average blood sugar level over the previous 8-12 weeks, rather than
the finger prick tests that only provide a snapshot of blood glucose at a particular point in time.
Large scale research studies have shown that the chances of developing the most common complications rise significantly in proportion to each 1% increase in HbA1c
levels. Complications can arise over time causing impairment to the eyes, feet, kidneys and nerves or suddenly due to low/high blood sugars or diabetic ketoacidosis,
which can all be life threatening and require emergency admission to hospital. In each and every case maintaining an HbA1c level less than 58 mmol/mol is ideal to
minimise the risk of any complications into adulthood and ensuring a good quality of life.
In 2012/13, the first year of the National Paediatric Diabetes Audit (NPDA), only 17% of children with Type 1 diabetes in England and Wales had HbA1c levels of
58mmol/mol or below1. From the publication of this data, 2014/15 onwards, many Trusts made improvements as shown in figures 1 and 2 overleaf. The national
average during this time has risen from 22% to 28.6%, with our performance increasing from 25.3% to 35.5%. More importantly, our ranking position improved from
53rd out of 176 to 33rd out of 173 Trusts, which indicates we are improving more quickly than the majority and are now in the top 25% performing Trusts.
This has mainly been achieved by a rigorous focus on supporting children, young people and families to manage their condition. We have introduced the use of realtime continuous glucose monitors with alarms, which in 2017 were being used by 122 patients compared with no patients in 2015. In addition, we have implemented
the Diasend app, which allows children, young people and their families to upload their data from pumps and meters; this has been accompanied by establishing a
structured training and education programme including extensive on-line resources helping them understand their data and take corrective action in plenty of time.
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National Paediatric Diabetes Audit, administered by the Royal College of Paediatrics and Child Health http://npda-results.rcpch.ac.uk
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Percentage of children and young people with Type 1 diabetes with adjusted HbA1c <58mmol/mol (2014/15)

Fig. 1
Fig. 1
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Percentage of children and young people with Type 1 diabetes with adjusted HbA1c <58mmol/mol (2017/18)

Fig.2
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1.2.2 Care Processes
Although we know that HbA1c levels are the best predictor of the onset of complications, we also know there are other important measures that we need to
maintain a focus on to ensure we support our children, young people and families to manage their diabetes in the best way possible. The National Institute for Health
and Care Excellence (NICE) have produced evidence based measures that all paediatric diabetes centres should be tracking. These are also reflected in the, now
compulsory, NPDA administered by the Royal College of Paediatrics and Child Health.
In total there are seven evidence based areas that inform care processes designed to prevent, and if necessary, manage issues that may occur; providing
opportunities to strengthen the daily management practices of children, young people and families that must be completed to stay healthy. We submitted data in the
spring of 2016, which was then published by RCPCH in August 2017. It was at this point that we were informed of our negative outlier status. Although performance
had already been improving this prompted a review of how we could accelerate those improvements.

Category
HbA1c
Blood Pressure
Thyroid
BMI
Albuminuria
Eye screening
Foot
examination
All 7 received

BCH
97.4
93
66.2
94.6
23.8
11.9
15.7

2014 (%)
Regional
98.8
88.4
73.8
97
44
66.4
50.2

National
98.7
82.9
71
94.2
52.4
64.9
55.4

BCH
97.4
93.4
48.7
97
19.7
57.9
31.6

N/A

27.5

25.4

7.9

2015 (%)
Regional National
98.6
99.3
94.6
90.8
80.1
77.7
98.3
97.9
64.2
66
71.8
66.2
76.4
65.8
45.5

35.5

BCH
98.4
95.7
61.6
97.6
34.8
76.6
53.2
17.7

2016 (%)
Regional National
99.4
99.5
96.3
92.7
83
81.8
99.2
98.7
68.8
68.7
68.2
74.4
79.4
72.8
47.2

43.5

After extensive discussions in the team we identified a series of opportunities to improve. We structured ourselves into small working groups and implemented four
improvement projects focussing on: annual reviews, our response to high HbA1c levels, how we organise clinics and our pump pathway.

Annual review
We have completely changed the way we conduct our annual reviews. At each and every clinic visit we now check the completion rate of all care processes and make
sure we introduce children, young people and families to the annual review and why it’s important. Rather than separate appointments on separate days we now
have a dedicated one stop annual review clinic running every Tuesday morning where each family is seen by a doctor, nurse and dietician in a series of three half hour
appointments.
The reviews are clearly focussed on using the care processes to support long term health, using specifically designed templates. Furthermore, we have moved the
5

annual review clinics closer to phlebotomy to make it easier for families to get the blood tests they need.
High HbA1c
We have introduced a more effective policy for the management of high HbA1c levels. Previously, high levels would trigger a health professional to call the family
after clinic with limited impact. Now we have a clear management pathway in place. We immediately initiate this pathway on detection of high HbA1c levels, which
includes working with the family on achieving specific goals monitored over a series of follow-up clinic appointments. We have produced new materials for families
so they understand how to manage their HbA1c levels, including: early identification of when high levels are occurring and what corrective actions are required.
As a result, we have seen a significant improvement in our performance against care processes in 2017:

Category
HbA1c
Blood Pressure
Thyroid
BMI
Albuminuria
Eye screening
Foot
examination
All 7 received

BCH
99.6
97.7
73.1
99.1
53.5
75.2
74.4

2017
Regional
99.6
96.3
83.4
99.2
68.8
75
80.4

National
99.4
94.6
84
98.9
74.3
75.9
78.2

31

48.1

49.8

Even though our changes were introduced half way through the year and before the changes to our annual reviews, we have almost doubled the number of families routinely
receiving all seven care processes from 2016 to 2017 and this trend is set to continue.
Most significantly, for our children, young people and families we are consistently increasing the percentage of children and young people with an HbA1c level below 58mmol/mol,
which means they are more likely to enjoy healthy futures with minimal complications resulting from their conditions (please see figure 3 overleaf).
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2.0 Maternity
2.1 Who are we and what do we do?
Our maternity services support approximately 8,300 women to give birth every year. However, we care for more women and babies through our specialist services.
This includes our pre-pregnancy, fetal medicine and day assessment units alongside Neonatal Intensive Care Unit. Our multi-disciplinary teams work cohesively to
ensure coordinated care for all of our families and include: Midwives, Maternity Support Workers, Specialist Midwives, Consultant Obstetricians and Consultant
Midwives, Obstetric Physiotherapists, Obstetric Sonographers, a Perinatal Mental Health Team, Theatre teams, Medical Consultants and our Specialist Obstetric
Anaesthetists.
Our service operates 24hrs, every day of the year to provide care in all settings (community and hospital) for women who attend for planned care and also those who
arrive in an emergency situation. We also work as part of the Local Maternity System alongside University Hospital’s Birmingham and their maternity teams; aiming to
provide a seamless service for all women who live in our area regardless of where they choose to give birth. A key area of focus for us over the next year is to achieve
continuity of carer and personalised care for our families.

2.2 What outcomes do we measure, why are they important and how do we use them?
2.2.1 Obstetric anal sphincter injuries:
Obstetric anal sphincter injuries (OASIs) can be caused by perineal trauma that occurs during a vaginal birth, sometimes known as a 3rd or 4th degree perineal tears
(this is where the tissues around the anal sphincter are involved). This occurs in approximately 5% of women who give birth vaginally. If they are not detected,
repaired and monitored appropriately, the impact can include pain, faecal and/or urinary incontinence; impacting negatively on women’s quality of life (both
physically and emotionally). It is therefore of utmost importance that we monitor this incidence data together to ensure we are able to change our practice so that
we are consistently reducing health problems for women.
An example of a change in practice introduced recently is that wherever clinically possible we recommend a ventouse birth rather than a forceps birth if an
instrumental birth is necessary.

Percentage of OASIs from Assisted Births

Percentage of OASIs from Unassisted Births

8
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4
2
0
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4
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2
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1
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0
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2.2.2 Early bookings for pregnancy care:
We know form evidence that early referral for pregnancy care leads to improved outcomes for both mother and baby. To help us achieve this we collect date that
shows how many women receive care by 12 weeks and 6 days; this is known as being ‘booked’ for pregnancy care. Completing our first pregnancy assessments as
early as possible enables the midwife to share key health information and initiate referrals into the appropriate pathway for care as well as offering important tests to
inform future care planning.
For example, if a woman smokes in early pregnancy she is at higher risk of experiencing a miscarriage. If she then continues to smoke, she is at an increased chance of
having a stillbirth or complications that will affect the baby before and after birth as a result of having been exposed to poisons passed through her bloodstream. As
there is no safe level of smoking in pregnancy, it is really important that the midwife is able to share this key information and implement referrals and interventions
as early as possible in the pregnancy. Nationally, the target is that 90% of women are ‘booked’ by 12 weeks and 6 days (90 days).
We are ‘booking’ around 85% of women by this time and monitoring this data helps us to continually improve so that we can reach and then exceed the target. We
review the case records of women who we have not ‘booked’ by 12+6 weeks and have learnt that, for some, the initial referral is late in being completed by the
referrer which has resulted in us working with these GP’s to ensure our priority is their priority and all pregnancy referrals are viewed as ‘urgent’. We have also
identified how we can work more efficiently and provide additional administrative support to increase the number of women who can be ‘booked’ before they are 12
weeks and 6 days which has seen our most recent improvement to 88% compliance.

2.2.3 Peri-natal mortality
Sadly, there are occasions where a baby is stillborn or dies soon after birth; we, like all maternity units across the country, monitor the incidence as the rate of
‘perinatal mortality’. Although we monitor our incidence and rates, each case is reviewed in detail. This is undertaken by a team of senior Obstetricians and Midwives
who review every aspect of the care that was provided, from the first contact through to the last. This is done with the application of a standardised national tool
which ensures the review is both, objective and transparent.
Across the West Midlands, perinatal mortality is recognised to be higher than other areas in the country. At BWHCT our rates are influenced by the many complex
pregnancy referrals to our specialist fetal medicine unit. We use the outcome of our monitoring and rigorous reviews to inform our practice so that, wherever
possible, we can use any learning to change guidelines, training, equipment, processes and influence local and national policy to improve future care and reduce
incidence of perinatal mortality.
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Peri-natal Mortality

Percentage from Total Births
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2018
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0

2.2.4 Birthing choices
Offering women choice for birth is key to optimising their birth experience as well as outcome for how they give birth and how they feel about their birth experience.
This in turn impacts how they connect emotionally with their baby hence breast feeding and parenting can also be influenced. Increased rates of waterbirth are
associated with a reduction in epidural, instrumental birth, perineal trauma and, for some, a shorter labour. At BWHCT we have been promoting waterbirth with our
midwives and pregnant women and monitoring uptake. In January 2019, 3.7% of women gave birth in water, rising to 6.7% in February with a current average
waterbirth rate of 6.3%. We use this data to reflect the effectiveness of our training for midwives and education with women and to monitor outcomes; we have seen
lower rates of epidural uptake and interventions when incidence of waterbirth is increased. We share this with our midwives, doctors and families so all are aware of
the work we are doing and the positive impact of this on care.
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3.0 Congenital Heart Disease
3.1 Who are we and what do we do?
We have one of the busiest congenital Cardiac Surgery Units in the country, performing more than 400 open heart operations annually. The National Institute for
Cardiac Outcome Research (NICOR) audits our performance and outcomes. The Paediatric Intensive Care Unit is a designated Extra-Corporeal Life Support (ECLS)
provider for children with respiratory failure was developed by the Cardiac Surgery Unit and we routinely record outcomes on an international ECLS database.
The Cardiac Surgery Unit has a full-time consultant academic cardiac surgeon, with a remit to develop an active clinical and basic science research programme and
develop a national network to co-ordinate research in our patient population. We are closely allied with the Department of Anatomy at the University of Birmingham,
with an active teaching and research programme for medical students in their BSc year. This work, and further morphology research, is facilitated by our consultant
of Cardiac Morphology, who is also a member of the International Nomenclature Committee for Congenital Heart Disease.
In addition to caring for children, the cardiac surgeons have responsibility for patients in the Adult Congenital Heart Disease programme at University Hospitals
Birmingham, where we operate on adults with newly diagnosed conditions, or those who have grown up with operated congenital heart disease.
We also have one of the largest programmes of interventional cardiology in the UK. Many of the catheter interventions available were pioneered at the children’s
hospital and have largely replaced surgery in the treatment of a number of common paediatric lesions such as Atrial Septal Defects, Ventricular Septal Defects and
Patent Ductus Arteriosus. We continue to undertake some of the most complex catheter interventions, attracting many out of region referrals for diagnostic and
interventional cardiac catheter studies.

3.2 What outcomes do we measure, why are they important and how do we use them?
Before describing some of the outcomes measures we use it is worth noting that all outcomes will be affected by the complexity of cases and levels of risk for each
child or young person that we care for. Levels of risk are generally assessed by the severity of condition, a number of cardiac specific risk factors and any congenital or
acquired co-morbidity (e.g. another condition). As well as these complexity factors procedures on any individual can be risk assessed and banded into four risk
groups.
It is clear from the table overleaf that the children and young people we care for are subject to higher levels of complexity and risk than the national average.
Complexity is higher, especially in terms of the severity of illness being experienced and the presence of additional conditions; impacting on general levels of illness
and ability to recover from surgery. In terms of risk we have a greater proportion of patients in the two riskiest categories.
This is something that NICOR is beginning to examine in more detail in this year’s annual data collection, with the intention of producing risk profiles for individual
Trusts.
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Number of
Percentage
Percentage in
BWC
BWC
national NCHDA
Feature
episodes
episodes
data 2009-2015
UVH episodes
458
27%
17%
Congenital comorbidity
336
20%
12%
Acquired comorbidity
173
10%
7%
Additional Cardiac Risk Factors
129
8%
5%
Severity of Illness
362
22%
11%
More than one additional risk?
208
12%
6%
Comparison of complexity of cases: BWC compared to the national average.

100%

Percentage of espisodes

90%

1365

4566

80%

136

VERY HIGH RISK
HIGH RISK

314
MEDIUM RISK

70%
60%

6720

400

LOW RISK

50%
40%
30%

13394

831

National NCHDA data 2009-2015

BWCYour
data 2009-2015
Data

20%
10%
0%

Comparison of the proportion of procedures undertaken against the risk group of individual patients.
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3.2.3 Variable life-adjusted display charts
The Variable Life-Adjusted Display (VLAD) is a graphical tool for monitoring clinical outcomes. Along with other UK centres for paediatric cardiac surgery, we have
been using VLAD charts for some time to better understand our clinical outcomes and improve mortality rates, i.e. survival rates.
The VLAD chart methodology was developed through close collaboration with cardiac surgical teams and enables the difference between the cumulative observed
mortality to be plotted against the cumulative expected mortality. The expected mortality takes into account the risk associated with each case using a risk scoring
system. This means that any score above 0 on the chart describes better than expected mortality, i.e. the skill of the surgeon and the quality of pre and postoperative care have led to a better outcome for the child, young person and family. Furthermore, it allows us to track improvements over time.

VLAD Chart from 01/04/2015 to 31/01/2019
10
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Total number of 30-day survivors = 1639
Total number of 30-day deaths = 42
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3.2.3 Hypoplastic left heart syndrome (HLHS) and 30 day survival rates
For us at BWC the treatment of HLHS is especially important as we have the largest population of babies with this condition in Europe, so we have a long history of
providing the surgical and medical care required to achieve good outcomes.
HLHS is a birth defect of a baby’s heart where the left side doesn’t grow as it should, making it smaller and weaker than normal. The left side of the heart is supposed
to pump blood out to the body, but a baby’s heart with HLHS can’t do that job effectively, making them very sick. Without medicine and a series of three surgical
procedures to rebuild the heart, babies with HLHS won’t survive. Furthermore, they will need around the clock care in hospital for the first weeks or months of life.
The three surgical procedures are completed in sequence as the baby grows; starting with the Norwood procedure, followed by the Glenn procedure and ending with
the Fontan procedure.
The most commonly used outcome measure for each procedure is the 30 day survival rate. This forms the backbone of data collected by NICOR, to whom each
hospital performing paediatric surgery reports to on an annual basis. The survival plots below show the survival rates for each of the three surgical procedures
mentioned above, which form the essential treatment pathway for HLHS.
The national average is shown as a grey line alongside two control limits; a warning/alert line in green and an alarm line in red. Performance is shown as a dot,
labelled with a number corresponding to a specific Trust. If a Trust is shown above the green line then performance is no different from the national average. If
survival rates are below the green line but above the red line, performance of that Trust is closely monitored in subsequent years. If performance is shown below the
red line an investigation will be launched by the appropriate professional and regulatory bodies into the possible reasons why, including remedial actions to be taken.
In terms of the surgical procedures, as expected we carry out a significantly greater number of procedures than other centres and perform at or above the national
average, even though the complexity and inherent risk within our patient population is far greater than the national average.
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Fig. 4: 30day survival rate of Norwood procedure
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Fig 5: 30day survival rate of Glenn procedure
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Fig. 6: 30day survival rates for Fontan procedure
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4.0 Specialist Eating Disorder Service
4.1 Who are we and what do we do?
We are the Forward Thinking Birmingham Specialist Eating Disorder Service (SEDS). The SEDS team provide specialist eating disorder advice, assessment and
treatment in the community for patients aged 0-25 in Birmingham. We are a Multi-Disciplinary Team, which includes psychiatrists, mental health nurses, clinical
psychologists, family therapists, senior clinical support workers, a dietitian, OT and a senior administrator. The team offer treatment at the 4 FTB Hubs across
Birmingham and will also see patients in the community and in their own homes’ dependent upon their level of need and risk.

4.2 What outcomes do we measure, why are they important and how do we use them?
4.2.1 Outcomes measures
We know from research that in mental health settings that clinicians are not good at accurately detecting client deterioration (Hatfield et al., 2010) and that routine
tracking of client progress is especially important as clinicians tend to be overly optimistic about: the meaning of a client’s lack of progress, the scale of eventual
improvement in the face of slow progress and can also misjudge when clients are heading towards a negative outcome.
So, our approach in the SEDS team is focussed on using routinely collected outcomes measures to support and enhance collaborative care planning and help young
people have better understanding of their difficulties and the care they receive. We have found that using tools to collect outcomes measures that are important to
young people increases the effectiveness of communication and their motivation for change. Using outcomes that are tightly focussed on the needs of the family in
this way improves both the client’s experience and leads to better outcomes that can be achieved more quickly.

4.2.2 EDE-Q
The EDE-Q (Eating Disorder Examination Questionnaire) is a self-reported assessment of the specific psychopathology of eating disordered behaviour. We use it to
ask participants about their experience of their condition over the last four weeks. We can then use scores from two different points in time to provide an
assessment of whether the treatment we’ve provided has made, and continues to make, a difference to each individual.

4.2.3 Additional symptom measures and how we use them
We also use a range of supplementary patient reported tools to identify any additional symptoms that may be occurring. These include GAD-7, PHQ9 and RCADS,
which measure anxiety in over 18’s, depression in over 18’s and anxiety and depression in under 18’s respectively. The Core10 / YP-Core measures are used as a
measure of general wellbeing. All are used alongside collaborative care planning and goal setting measures with each individual young person.
All of these measures are consistently used through the three stages of care: assessment, treatment and review and discharge.
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As a service, we have historically used this data for tracking the progress of individual patients. As a result of preparing for this publication we have completed an
initial analysis of our data at a service level for the very first time and early indications are that we have evidence to suggest that our care results in a decrease in
symptoms. Our Clinical Outcomes Group will now begin a robust validation exercise against recognised groupings so that we can be fully confident in our early
findings.
As a result of this exercise, we will now be reviewing this data quarterly to continue to assess opportunities for improvement at a service level, so we can begin to
understand which treatment pathways are the most effective in helping clients to achieve better outcomes. Furthermore, we will expand this approach across all of
our Forward Thinking Birmingham services as part of the Clinical Outcomes and Value Programme.
In the meantime, we have analysed and validated our experience of service results across all of our services and these can be seen overleaf.
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5.0 Looking Ahead
5.1 Creating a Shift
Outlined in the previous chapters of this report we can examples from teams within the Trust of how they measure, record and use outcomes data to make
improvements. In choosing these examples we’ve deliberately shown the variety that exists across the specialties in our Trust; a variance that could be seen in most
health settings up and down the country. Where we differ is that we have made a commitment to becoming one of the best in the next few years; becoming known
as an organisation that understands outcomes, uses them to improve and begins to set new standards of care for children, young people, mothers and families.
In some areas we have already begun. Our cleft lip and palate team have a strong history in this area and understand the long term outcomes achieved by patients
who have long been discharged from treatment. They continue to benchmark their results against colleagues across the UK and beyond. Our plastics team have been
involved in developing an internationally recognised standard outcomes data set for congenital upper limb abnormalities. This year we have begun to collect this data
for all new patients. For the first time we’re asking children, young people and families about the outcomes they’d like to achieve through their treatment and will
soon be using this data to assess the efficacy of different techniques, procedures and treatment pathways. Additionally, we will be able to benchmark results against
a range of national and international colleagues.
Our aim over the next few years is to support all of our specialties to reach this level of maturity, where each and every specialty can understand, measure and report
the quality of the care they provide in a way that withstands rigorous external scrutiny. We have already established a Clinical Outcomes and Value Programme led by
our Chief Medical Officer and including some of the best intellect, talent and practical know-how that we have at our disposal. Below we highlight three key areas of
work within our programme that will help us achieve our collective ambition.

5.2 Patient Reported Outcomes
Some of our specialties are already well versed in using patient reported outcomes in their work, some are at an early stage of working out how this can be achieved,
whilst others are still focussed on patient experience, e.g. how long did you have to wait and did you like the food versus after your hand surgery can you now play
catch?
As part of our programme we will be ensuring that every clinical lead, across all of our services understands the need to collect patient reported outcomes and has a
plan to do so.
Our aim for utilising patient reported outcomes is that we routinely collect patient reported outcomes to be used in initial consultations and inform the choice of
treatment/care in conjunction with very child, young person and family. We will use them to inform cycles of quality improvement and publish them so that children,
young people and their families are supported to make informed choices about their preferred treatment centre.
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5.3 Outcomes Maturity Matrix
To help us create an individualised support programme for each of our specialties to enable them to confidently and consistently record, use and publish outcomes
data, we have already started to baseline our existing practice. As part of our programme we will be using this initial data to design and develop an Outcomes
Maturity Matrix (OMM). We will use the OMM to gather data from every clinical lead, across all our services, so that we can understand where we are now and
what’s required to help us reach the next level.
Our efforts in this area are being supported by our library services who are already beavering away to identify the evidence based outcomes from research for
individual conditions.

5.4 Partnerships
Whilst developing our programme we will be reaching out to regional, national and international organisations wherever possible to establish relationships and
partnerships that will support our collective endeavours to improve outcomes for children, young people and families. In the first instance we will reach out to our
local academic institutions to ensure that our approach, methodologies and tools are produced with academic rigour.
We already have a strong history of participating in clinical research, however 80% of the research we participate in is originated externally. As part of the
programme we will begin to shift the balance, so that the number of research projects undertaken are increasingly driven internally, are consistently focused on
outcomes and that those outcomes are reported to national and international institutions.
We will reach out to hospitals around the world that are also involved in similar work, indeed some of this has already begun. We already benchmark some clinical
data using systems developed in conjunction with Sick Kids Toronto and will continue to speak with Erasmus in the Netherlands to develop our tools, techniques and
methods.

5.5 A Final Word
We hope this document has set out examples of our current position in terms of using outcomes data and our ambition of what we want to achieve over the coming
years. This will neither be quick nor easy, but we are committed to the journey and will get better as we go. Hopefully, you’ll check in regularly to help us review
progress.
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